Objective: To characterize parents' perception of back-transport of verylow-birth-weight (VLBW) infants from a regional referral neonatal intensive care unit (RR-NICU) to a community hospital (CH) for convalescent care.
Introduction
Very-low-birth-weight (VLBW) infants are routinely back-transported from regional referral neonatal intensive care units (RR-NICUs) to community hospitals (CHs) for convalescent care. This practice has advantages for health care systems, as it allows the appropriate utilization of intensive care beds 1 and financially supports the CH. 2 The benefits provided to families are equally compelling; parents can visit more frequently when infants are closer to home, and care can be more easily transitioned to local providers and to services before home discharge. 1, 2 Although health care providers perceive back-transport to CH as beneficial, most information on the parents' perception of transfer is more than a decade old.
As part of a study on the back-transport of VLBW infants, we interviewed parents about transfer and hospital care at both the RR-NICU and the CH. Here, we report their experience with the transfer process, and perception of back-transport at the time of transfer and after home discharge. We compare parents' preparation for home discharge between the infants transferred to a CH with those who were discharged home from a RR-NICU. We hypothesized that parents would perceive transfer as anxiety provoking, but would welcome having their infants closer to home. Furthermore, we hypothesized that parents would be more satisfied with discharge planning at a CH than at a RR-NICU, because nurses, not burdened with critical care, could spend more time preparing the family for going home.
Methods
Very-low-birth-weight infants cared for in two RR-NICUs in an urban east coast city were enrolled in this study. The RR-NICUs serve similar indigent local patient populations and accept highrisk mothers and newborns for tertiary care. Practice patterns between the two sites differ; one RR-NICU transferred VLBW infants to CHs for convalescent care, whereas the other provided convalescent care in the neonatal intensive care unit (NICU) and discharged infants directly home. The exclusion criteria included: infants with complex congenital anomalies; a short stay in the RR-NICU for a procedure or consultation only; involvement of child protective services; or parents who did not speak English. A total of 255 parents of VLBW infants (68% of those eligible) were enrolled in the back-transport study. Infants who died or whose families withdrew from the study were excluded from analysis. Here, we report on families for whom we have complete parental interviews at the time of transfer and after home discharge (n ¼ 236). The institutional review board for human studies research approved the study at each site.
Infants were transferred according to each CH criteria for admission. In general, infants were on nasal cannula oxygen or in room air, tolerating a full volume of enteral feeding, and stable on current medication dosage. Parents were informed of the possibility of transfer as soon as the infant was stable after birth; transfer occurred only with parental consent. Parents had the opportunity to choose the site of back-transport within the limitations dictated by their insurance coverage and within the capabilities of the accepting hospital. Parents were encouraged to tour the CH before the transfer took place.
Demographic data were collected from parent interview and from infant medical record review. Information regarding infant treatment, morbidities and hospital length of stay were collected from infant discharge summaries from both the RR-NICU and the CH. Combinations of closed-and open-ended questions were used to elicit parents' perceptions and experiences. Interviews were conducted by telephone by a trained research nurse. Parents of infants who were transferred were interviewed twice. The first interview, conducted at the time of back-transport, ascertained information about the decision-making process and parents' feelings regarding transfer. The second interview was administered at the time of home discharge to inquire about the quality of discharge teaching and family readiness for caring for the infant. Parents of infants who were discharged home from the RR-NICU were only interviewed once, at the time of home discharge.
Mixed methods were used to analyze data. Constant comparative qualitative methods were used to analyze open-ended questions. 3, 4 Content analysis was performed by three investigators (PKD, BHG, LJS) independently for identifing the thematic content. The investigators then agreed on overarching themes. The characteristics of families and infants discharged from the CH were compared with those discharged from the RR-NICU, using non-parametric and parametric methods depending on the form of the data. Parents' perception of the quality of discharge teaching and preparation for discharge were compared using Somer's d for ordinal variables clustered around participants. Significance was set at P<0.05. Quantitative data were analyzed using SPSS 14.0. 5 
Results
Infant and family characteristics were similar between those transferred to the CH and those discharged home from the RR-NICU ( Table 1) .
Descriptors of the infants' medical conditions at the time of transfer are displayed in Table 2 , for those who were backtransported. Infants were back-transported to 15 CHs.
Selection of community hospital and notification of impeding transfer Only 30 (20%) parents selected the CH to which their child was transferred. When asked who made the decision, almost all parents replied either 'the doctor' or 'the NICU'. However, few parents cited other RR-NICU personnel, namely, case managers and social workers, or their insurance company as the decision-maker. No parent refused transfer. Many parents (32%) were given only a 1-day notification before transfer; most (50%) were given 2 to 3 days; whereas others received 4 to 7 days (12%), or more than 1 week (6%) of notification.
Reason for transfer
When asked why their infants were being transferred to a CH, four themes emerged: medical status, closer to home, insurance coverage and unknown. Most parents accredited the transfer to their infant's improving medical status. Some of these parents described this from the perspective of their infants being too healthy to remain in the NICU: 'She's getting better and doesn't need intensive care.' 'She still requires monitoring but not intensive care. ' Others expressed specific goals that needed to be accomplished before going home: A small number of parents indicated that the transfer was carried out at the request of the insurance company: ' The insurance company said so.' 'The insurance company got cheap. ' Finally, a few mothers indicated a lack of understanding about the reason for transfer, stating, 'Because the doctor said so.' or 'I don't know.'
Desire for transfer When asked whether the family wanted transfer, parents fell into one of four categories: those wanting the transfer (65, 49%), those not wanting the transfer (56, 42%), those who were equivocal (9, 7%) and those who were resigned to transfer (3, 2%). Duration of hospitalization at the time of transfer was similar between the groups, with a median (range) length of stay of 34.5 (5 to 199) days for those who wanted transfer, 49 (10 to 188) days for those who did not and 56.5 (14 to 88) days for those who were resigned or equivocal. Among parents who wanted the transfer, the most cited distance as the primary reason was:
'He would be closer to home and I could see him all of the time. ' Many saw the transfer as a sign that their infant was getting better:
'I knew he was improving and this was a step towards home. ' Others explained that they wanted the transfer so the CH could work with the baby toward specific goals:
'To learn to eat, NICU is not a developmental unit. ' A few stated that they believed their infant would get more attention at the CH:
'They are too busy here to work with him' 'She is the wellest baby here, so during emergencies she is just put aside.' Several mothers expressed altruistic reasons for wanting transfer: The remaining parents were either resigned to or equivocal about the transfer:
'I really didn't want her to go, but if it was best for her, then its okay.' 'I want him closer to home, but [RR-NICU] will give him better care than [CH] .' 'I knew he was improving and this was a step towards home, but I'm attached to the NICU and the nurses.'
Reaction to transfer At the time of home discharge most parents (93, 70%) stated, they were happy with the transfer. Almost half of these families appreciated the less intense nature of the CH. Some families commented on the relaxed atmosphere:
'The overall environment was nicer, it was calmer and quieter. However, some parents were unhappy with the transfer. Poor communication and the perceived quality of nursing care were the most frequently cited complaints: ' In the NICU, nurses were friendly, they really cared about the babies, there was good communication, you didn't need to ask, you were kept up-to-date.' 'The nursing care was not as good, her clothes were never changedymeds were not given on time. ' Other complaints related to the need to drive further or to take a cab.
Preparation for home discharge Perception of readiness for discharge and satisfaction with the discharge process was similar between the parents of infants transferred to the CH and those discharged home from the RR-NICU (Table 3) . Among those transferred, there were no differences between those who wanted the transfer and who did not (data not shown but available).
Discussion
The burgeoning of level II and level III nurseries in a CH has made it possible to back-transport NICU infants, who once would have remained in the RR-NICU until home discharge. Historically, back-transported infants were feeders and growers with few complications; most of the published literature on parent perception of back-transport reflects experiences with this population.
2,6-9 Now, even extremely low-birth-weight infants with chronic conditions are back-transported. 10 Few studies have investigated whether the vulnerability of these infants affects parent perception of transfer. Our data illustrate that parents today are concerned about the same issues surrounding transfer that they were concerned about 20 years ago. Parents want their infants closer to home, but are worried about the unknown. [6] [7] [8] New information obtained from our study includes parents' willingness to forfeit autonomy in decisionmaking regarding the site of convalescent care, concern about the danger of transport, expectation of better care at the CH because of the lower acuity of patients and satisfaction with CH discharge planning, even among those who were opposed to transfer.
Parents may be willing to forfeit autonomy in decision-making regarding the selection of the CH to which their infant is transferred, because publicly available resources, by which consumers can judge the quality of hospital care, are difficult to access and understand. 11, 12 Few of these resources include information on the quality of hospital care for pediatric patients. In lieu of having objective criteria, parents are most likely to defer to recommendations made by the RR-NICU personnel. Preparing parents for the possibility of transfer soon after admission to the NICU and framing transfer as a marker of improved health and as a step toward home discharge positively influenced parents' perception, 7, 13 and undoubtedly contributed to the fact that no parent refused transfer. Parents have also become increasingly more sophisticated about the restrictions placed by the insurance carriers on sites of care and providers covered by the plan; so they understand that refusal to consent for transfer places them at a financial risk, if the insurer refuses to pay for the ongoing hospitalization at the RR-NICU. Finally, although nearly half of parents did not want the transfer, none denied consent for it to take place, which may also signify that parents feel they have little input in decision-making for their infant.
Back-transport traditionally referred to transferring infants closer to the parents' home from a CH. This is no longer always the case. Insurance constraints and systems of care designed for maximizing the use of intensive care resources play a significant role in determining the site of convalescent care. For parents, CHs that provide convalescent care may be farther away and lack the public transportation systems found in cities, where most of the RR-NICUs are located.
Parents' degree of apprehension regarding the physical safety of infants during transport was a surprise. They voiced legitimate concerns about the potential for motor vehicle accidents and qualifications of transport personnel. These concerns may reflect parents' equivocation about the necessity of the transfer. It is evident that parents have also learned aspects of premature infant care, such as environmental temperature control, that are important to infant well-being. Discussing routinely employed safety mechanisms that address these issues in advance of transport could serve to decrease parental anxiety. Allowing parents to ride in the ambulance with the infant during transfer has been shown to be reassuring and feasible. 14, 15 Several parents voiced their preference for transfer based on the perceived lack of care at the RR-NICU, because of their child's improved health. This was an unexpected finding and a cautionary tale for the RR-NICU. Cohorting feeders and growers was once commonplace in the RR-NICU, but may not be practiced when infants are awaiting transfer to a CH. Housing convalescing VLBW infants amid acutely ill infants may contribute to the parents' perception of a differential in quality of care. Others have reported that parents are unprepared for the decreased nurse-to-infant ratio experienced at the CH. 13 This change in care along with other policy differences, such as those regarding infection control measures may be perceived negatively by parents. Preparing families for these differences could reduce the stress associated with transfer. 13 Our data suggests that although parents want their infants close by, trust in the health care team is the primary determinant for the preferred site of care. Mothers cited familiarity with staff, procedures and perceived quality of care at the RR-NICU, as well as fear of the unknown at the CH, as reasons why they opposed transfer. Many of our parents reported an unwillingness to 'start all over' at a new location. These feelings may stem from the attachment that develops between the parents and the staff at the RR-NICU. 16, 17 Mothers' statements opposing transfer, such as 'they really care about [baby] herey' reflect this attachment. Slattery et al. 9 reported that the longer infants were hospitalized in the RR-NICU, the less stressful parents perceived the transfer. We did not find this to be true, but the median length of stay in the study by Slattery et al. 9 was one-half the length of stay in our study (19.5 vs 40 days) and the median birth weight was substantially larger (1900 vs 1047 g), suggesting a more mature infant sample. Parents of these infants may have had much different expectations regarding the duration of hospitalization for their infant, than parents in our study.
Having parents visit the CH before transfer and with the RR-NICU adding their stamp of approval to the care provided by the CH, as suggested by others, 2, 6, 7, 13 may further ease the transition. However, regardless of advanced planning, some parents may find it difficult to adapt to the new environment. Providing parents with support during this time may be beneficial. This can be particularly important when there is a change in the infant's condition after transfer, as this has been shown to negatively impact the parents' perception of CH care. 9 Although many parents voiced their reservations about the transfer, most were satisfied with the discharge process and felt equally prepared to care for their infant at home as those discharged from the RR-NICU. This was contrary to our hypothesis and may reflect that adequate time is afforded for discharge teaching at the RR-NICU despite the demands of an intensive care environment. These results differ from our earlier report, which shows that the parents of transferred infants are less satisfied with hospital care at a CH than at a RR-NICU. 18 The reason for this difference may be that parents perceive medical care differently than discharge planning, or that a single summary question to measure satisfaction with the discharge process and feelings of preparedness may be too global for detecting differences between the groups. Parents may also view the transfer and strengths and weaknesses of the discharge process differently after some time at home; exploring parents' perceptions after a period of reflection would be valuable for quality improvement initiatives.
Our data reflect the experience of one regional system of neonatal care and may not be indicative of the experience in others. The fact that our results mirror those reported 20 years ago, suggests that systems of care for neonates continue to struggle with balancing the needs of individual infants and parents while ensuring the availability of intensive care beds and keeping hospitals solvent.
As back-transport from the RR-NICU to the CH is an integral part of the care of VLBW infants, identifying factors for improving the transition for the family would ameliorate care of these highrisk infants. Our data highlight that parents need to be better prepared for what to expect at a CH. Orienting parents before the transfer and providing as much advanced notice about the possibility of the transfer, such as providing written information in the NICU orientation literature, may be helpful. Similarity in practice between health care professionals at the RR-NICU and at the CH can also facilitate the transition. 9 Establishing an inter-facility advisory group with key leadership personnel from the RR-NICU and the CH to review practice policies and to establish conformity, when appropriate and feasible, could be helpful. Developing a transfer checklist that would include a timeline could encourage the completion of medical tasks, such as giving immunizations before transfer, and foster communication between the RR-NICU and the CH providers and parents. Including parental completion of a hospital satisfaction survey in the timeline would improve feedback given to providers and help guide performance improvement. Including parents in the advisory group would help keep any changes in policy, family and patientcentered.
